Sir,

I enjoyed reading the editorials on Dr. Rita Levi-Montalcini as well as on patient centered care,\[[@ref1][@ref2]\] and I would like to share a story about an admirable Estonian woman Maire-Liis Hääl. She is not as famous as Dr. Rita Levi-Montalcini. She is an ordinary woman, but ordinary persons can also achieve extraordinary feats.

One autumn several years ago, a woman introduced herself as chairwoman of Tallinn Rheumatism Association and explained her wish to study the problems and needs of people with rheumatism. In order to collect and analyze data in a scientific manner, she needed the help of specialists. She talked energetically and passionately, and since her inner strength and wish to act were so enormous, I did not need a lot of convincing to take part in the study.

Maire-Liis Hääl formed a maximally effective research group. In addition to herself, who suffered from rheumatism and knew all the problems related to this disease, she included one of the best rheumatism doctors, a professor emeritus of University of Tartu, and me, a sociologist. My task was to carry out the data analysis.

This multi-disciplinary research team facilitated a holistic study of the life of rheumatism patients. We studied not only the problems related to the illness itself, but also their life in general, including their coping skills, strengths and weaknesses. Data collection took place in cooperation with Rheumatism Associations, rheumatologists and general physicians all over Estonia. 1450 questionnaires were distributed, out of which 808 were filled and returned. As a result of this cooperation we published a book, coping with life and availability of treatment for people with rheumatism in Estonia".\[[@ref3]\]

Maire-Liis Hääl was able to see the situation on a wider scale -- apart from the biological aspect of disease, she calculated its economic impact as well. In healthy people, 90% of all health-related expenditure was on health promotion like nutraceuticals, rehabilitation, and hobby sports (massage, pool, tennis, gym). In people with illness, expenses on rehabilitation were very small (7%), due to which 64% said the possibility of achieving rehabilitation was poor.\[[@ref3]\]

What did we learn from this cooperation and why am I writing to you?

First, reviewers said the composition of the research team was good and optimal. Because what one lacked, the other contributed. So it was research and practice all together, combining clinical care, sociology and patient perspectives. The team was led by a person with rheumatism, not by a clinician. Second, we studied more thoroughly people who suffered from one type of disease. This focused approach helped us achieve more tangible results. Furthermore -- we translated the shortened version of the questionnaire into Finnish, as the Vantaa Rheumatism Union and also Nordic Rheumatism Unions thought that it would be important for them to carry out a similar study. Thirdly, it should be emphasised that our work had major practical implications. The society is unaware of what people with rheumatism and their families have to suffer in order to cope with everyday life, their expenses, and changes in quality of life. However, people who are ill sense the negative attitude of society, due to which it is necessary to change the opinions of the public, patients and specialists about people suffering from rheumatism.

We showed what mistakes people with rheumatism had made themselves (go to the doctor too late, stop taking medicine when they felt their health had improved). There were also shortcomings in how information was distributed to the patients, because people did not know where to get help, what services are available. It appeared that general practitioners were not always able to diagnose rheumatism early enough. We showed that training courses would be needed for support persons, and family members as well. Based on these findings, we made suggestions at the level of state, doctors and patients. We emphasised the need for continuing such sociological studies, including qualitative and mixed methods research. As our reviewers stated, it is often the patients who know the answer to how their situation could be improved.

A similar situation prevails with endocrine diseases such as diabetes and hypothyroidism. I hope this letter will inspire endocrine researchers to continue working for their patients, with their patients, while collaborating with sociologists. Endocrinologists must not neglect to involve the state, society, and family members of their patients in the management of disease.

Look at what one simple person achieved, in spite of a serious illness. This happened because of her great vision, a large-hearted and helpful nature, knowledge of the problems of ill people, and her inspirational ability. To carry out this kind of work there has to be a leader who longs to help other people, whose sparkling eyes, ideas and energy attract others who come into contact with her. This was Maire-Liis Hääl!
